Introduction
============

As advanced screening technologies for fetal anomalies are becoming more widely available, more women with an affected fetus face the decision about how to proceed with their pregnancy. Abortion is an option frequently chosen under particular circumstances, with large variations in abortion rates depending on the type of the anomaly. Available registry-based data allow for projections that 52.4% (95% CI: 37.7 -- 66.6) of pregnancies involving a diagnosis of trisomy 21 were terminated in 2014 in Germany, compared to 6.4% (95% CI: 4.1 -- 10.1) involving a diagnosis of a congenital heart defect [@R5557971-1] . The overall termination rate for all anomalies amounted to an estimated 4.4 abortions per 1000 births (95% CI: 3.5 -- 5.4) [@R5557971-1] . The loss of a "normal" pregnancy implied by the diagnosis of a fetal anomaly and the complex circumstances associated with the decision to terminate the pregnancy (e.g. unsure prognosis) can be a devastating experience [@R5557971-2] ,  [@R5557971-3] . In the aftermath of an abortion after diagnosis of fetal anomaly, women can experience grief complications as well as symptoms of posttraumatic stress and depression that sometimes persist for years [@R5557971-4] ,  [@R5557971-5] ,  [@R5557971-6] . Hence, clinical guidelines recommend that comprehensive interdisciplinary care should be available to support women receiving a diagnosis of fetal anomaly [@R5557971-7] .

A body of literature has examined the subjective needs and experiences of care of women opting for abortion after diagnosis of fetal anomaly. Focusing largely on qualitative aspects of care, these studies suggest that women value timely and unbiased information provision, compassion and empathy from caregivers, being offered choices (for example regarding the abortion method or dealing with the babyʼs remains) and continuity of care [@R5557971-8] ,  [@R5557971-9] ,  [@R5557971-10] ,  [@R5557971-11] . While there is evidence regarding how women want to be cared for around the time of their abortion, findings on womenʼs support needs and preferred help sources for emotional or psychological problems in the aftermath of the event remain limited. Qualitative studies indicate that women perceive a lack of aftercare, with some women making use of counseling services and support groups [@R5557971-3] . In a study by Ramdaney et al. [@R5557971-12] , women cited family, friends and genetic counselors as major help sources they would use and few (5.9%) intended to contact a grief counselor or psychologist/psychiatrist. However, a study by Korenromp et al. [@R5557971-13] found that 40% of the women had made contact with a psychologist four months after their abortion. Another 30% of women in the study reported that they would have endorsed help from a support group, but only a minority of those had actually made such a contact.

There is a lack of systematic investigations of womenʼs preferred help sources for emotional support following an abortion after diagnosis of fetal anomaly, although such studies could enable health professionals to prepare for contact with affected women. Additionally, results could be used to structure care pathways in a way that they meet womenʼs needs and to promote certain help sources. The present study set out to explore womenʼs intentions to seek help for emotional problems in the aftermath of their abortion after diagnosis of fetal anomaly. We considered different help sources, including informal (e.g., partner, family/friends, the internet) and formal (e.g., gynecologist, psychologist, support group). We further contrasted womenʼs intentions to seek help to actual help-seeking in order to identify potential gaps in care pathways. We also explored associations between help-seeking intentions and demographic variables to foster understanding of individual preferences for specific help sources.

Methods
=======

Recruitment and participants
----------------------------

This study presents data drawn from a cross-sectional study involving women who had undergone termination of pregnancy following the diagnosis of a fetal anomaly at the University Hospital Leipzig (Department of Obstetrics). The study was conducted between October 2015 and February 2016. In order to be included in the study, women had to be at least 18 years at the time of assessment and had to have experienced their abortion after diagnosis of fetal anomaly 1 -- 7 years earlier. The study centerʼs registry was searched to identify women eligible for inclusion and the head of the department contacted eligible women per mail, inviting them to participate in an anonymized study. Along with the invitation, women received extensive study information, an informed consent sheet, and the study questionnaire in German. The study was conducted according to the Declaration of Helsinki and approved by the Ethical Review Committee of the University of Leipzig. At the site of data collection, abortions after diagnosis of fetal anomaly were performed by administration of prostaglandin to induce labor in conjunction with feticide if the gestational age was greater than the 22nd week.

Assessment
----------

Participants were given several self-report questionnaires including measures of help-seeking intentions and behavior as well as measures of psychological distress.

### Help-seeking intentions and behavior

Help-seeking intentions were examined by using the General Help Seeking Questionnaire (GHSQ) [@R5557971-14] , which has been designed to measure intentions to seek help in different contexts and from different sources (7-point Likert scale: 1 = extremely unlikely to 7 = extremely likely). The first author translated the GHSQ into German and an English native speaker fluent in German translated it back into English. As recommended by the original authors, we modified instructions to match the specific situation of study participants ("If you were having a personal or emotional problem because of your late-term abortion how likely is it that you would seek help from the following people?"). Queried help sources were chosen on the basis of previous research on care structures in the context of abortions after diagnosis of fetal anomaly [@R5557971-13] and included formal (e.g., gynecologist, psychologist, counseling service) and informal (i.e., partner, family/friends, the internet) help sources. Participants had the opportunity to indicate additional help sources as free text response. In order to facilitate interpretation and comparison of results, responses were dichotomized, such that scores ≥ 5 ("likely" to "extremely likely") were assigned "1" and all other ratings were assigned "0". Participants also responded to a complementary set of binary items (yes/no) assessing whether they had actually made contact with a health service due to emotional problems associated with their abortion ("Have you ever made contact with any of the following people due to emotional/psychological problems associated with your abortion?"). For both help-seeking intentions and actual help-seeking behavior, responses to single items were additionally combined into one binary indicator of the general occurrence of help-seeking from health services. Participants who did not report any help-seeking from health services were coded as "0" and all other participants were coded as "1".

### Psychological distress and sociodemographic variables

Participants completed the German versions of the Inventory of Complicated Grief (ICG) [@R5557971-15] ,  [@R5557971-16] , the Impact of Event scale -- revised (IES-R) [@R5557971-17] ,  [@R5557971-18] and the Patient Health Questionaire-9 (PHQ-9) [@R5557971-19] ,  [@R5557971-20] to assess symptoms of complicated grief, posttraumatic stress (PTS) and depression. Scores of \> 25, ≥ 39 and ≥ 10 indicate elevated levels of grief, PTS, and depression, respectively [@R5557971-4] ,  [@R5557971-16] ,  [@R5557971-21] . Participants also responded to self-generated questions referring to sociodemographic and obstetric characteristics as well as information on current psychological or psychiatric treatment (binary item, yes/no). Information on time of the abortion, gestational age, abortion method and type of fetal anomaly were extracted from the registry of the study center.

Data analysis
-------------

All analyses were performed using R [@R5557971-22] and results with an alpha-error probability level \< 0.05 were considered significant. Percentages including 95% CI were calculated to estimate proportions of help-seeking by help source. Among highly distressed participants (scoring above cut-off on at least one of the measures of psychological distress), proportions of help-seeking intentions and actual help-seeking were compared using McNemars mid-p test [@R5557971-23] . Logistic regression was applied to explore associations between sociodemographic characteristics (age at abortion, education, income, region, and religion) and intentions to seek help from health services and the internet. Time since the abortion was entered as control variable in all models.

Results
=======

Recruitment outcomes and characteristics of study participants
--------------------------------------------------------------

A total of 395 women who had had an abortion after diagnosis of fetal anomaly between September 2008 and January 2015 were identified to be eligible for study inclusion. Valid addresses were available from 318 women, of which 148 women gave informed consent and returned the questionnaire (response rate: 46.5%). [Table 1](#TB5557971-1){ref-type="table"} shows participantsʼ sociodemographic and obstetric profile. The majority of participants (37.2%) was aged between 25 and 29 at the time of the abortion (M = 31.59 years, SD = 5.01 years, range: 17.50 to 46.33 years) and most women (45.9%) had experienced their abortion 1.08 to 3 years before participation in this study (M = 3.63 years, SD = 1.88 years, range: 1.08 to 7.42 years). The majority of participants was highly educated (≥ 12 years of education: 60.8%), lived in an urban region (57.4%), did not have a religious affiliation (73.6%) and had a monthly household income equal to or above 1500 Euro (74.0%). Most of the abortions were performed in the second trimester between 15 and 26 weeks of gestation (86.5%, M = 22.22 weeks, SD = 4.45, range: 15 to 39) and the most frequently diagnosed fetal anomaly was trisomy 21 (16.2%). More than one-third of abortions (38.5%) involved a feticide.

###### 

**Table 1**  Participantsʼ sociodemographic and obstetric characteristics.

                                              Total N = 148 (n \[%\]) ^a^
  ------------------------------------------- -----------------------------
  **Sociodemographic characteristics**        
  Age at TOPFA                                
  ≤ 24                                        9 (6.1)
  25 -- 29                                    55 (37.2)
  30 -- 34                                    46 (31.1)
  35 -- 38                                    30 (20.3)
  ≥ 40                                        8 (5.4)
  Education                                   
  ≥ 12 years                                  90 (60.8)
  \< 12 years                                 58 (39.2)
  Monthly household income                    
  ≥ 1500 Euro                                 108 (74.0)
  \< 1500 Euro                                38 (26.0)
  Religious affiliation                       
  Yes                                         39 (26.4)
  No                                          109 (73.6)
  Region                                      
  Urban                                       85 (57.4)
  Rural                                       63 (42.6)
  Partnership at TOPFA                        
  Yes                                         146 (98.6)
  No                                          2 (1.4)
  **Obstetric characteristics**               
  Gestational age, weeks                      
  15 -- 26 (2nd trimester)                    128 (86.5)
  \> 26 (3rd trimester)                       20 (13.5)
  Fetocide                                    
  Yes                                         57 (38.5)
  No                                          91 (61.5)
  Type of fetal malformation                  
  Trisomy 21                                  24 (16.2)
  Multiple syndrome                           17 (11.5)
  Spina bifida                                12 (8.1)
  Other                                       95 (64.2)
  Time since TOPFA                            
  1.08 -- 3 years                             68 (45.9)
  \> 3 -- 5 years                             43 (29.1)
  \> 5 -- 7.42 years                          37 (25)
  M = 3.63 (SD = 1.88, range: 1.08 -- 7.42)   

Psychological distress and treatment
------------------------------------

With regard to current psychological distress, 29.7% (n = 44, 95% CI: 22.6 -- 37.9) of participants scored above the cut-off on at least one of the measures of grief, PTS or depression. Of those participants reporting elevated levels of current distress, 15.9% (n = 7, 95% CI: 7.2 -- 30.7) currently received psychotherapy or psychiatric treatment.

Distribution of help-seeking by source
--------------------------------------

[Table 2](#TB5557971-2){ref-type="table"} provides an overview of help-seeking intentions by help sources. Between 91.7% (95% CI: 85.7 -- 95.5) and 62.2% (95% CI: 53.7 -- 70.1) of participants indicated that they would seek help from informal sources including their partner, friends/family or the internet. Regarding intentions to seek help from health services, most women (50%, 95% CI: 41.9 -- 58.1) indicated that they would contact their gynecologist in case of emotional problems. More than 40% of women would seek help from a psychologist/psychiatrist (47.9%, 95% CI: 39.6 -- 56.4) or counseling service (43.8%, 95% CI: 35.6 -- 52.3). Support groups were the least preferred health service (21.7%, 95% CI: 15.4 -- 29.5). Additional health services as free text responses were indicated by 7.6% (95% CI: 3.4 -- 15.6) of participants and included "other affected women" (i.e., support group) (n = 3) and "midwife" (n = 2) (all other health services n = 1). [Table 3](#TB5557971-3){ref-type="table"} presents the distribution of help-seeking intentions and actual help-seeking from health services among the subgroup of women experiencing current high psychological distress. Womenʼs help-seeking intentions were not significantly different from their actual help-seeking behavior, except for help-seeking from a support group. While 33.3% (95% CI: 20 -- 49.6) of women reported they would seek help from a support group, only 14.3% (95% CI: 5.9 -- 29.2) had actually done so (p = 0.039). Responses indicated that about a quarter of the highly distressed women (23.8%, 95% CI: 12.6 -- 39.8) had never contacted a health service due to emotional problems related to the abortion.

###### 

**Table 2**  Help-seeking intentions for the full sample (N = 148).

                                    n     Intentions to seek help, % participants (95% CI) ^a^
  --------------------------------- ----- ------------------------------------------------------
  Informal                                
  Partner                           133   91.7 (85.7 -- 95.5)
  Friends/family (not partner)      120   82.8 (75.4 -- 88.3)
  Internet                          89    62.2 (53.7 -- 70.1)
  Formal (health service)                 
  Gynecologist                      72    50.0 (41.9 -- 58.1)
  Psychologist/psychiatrist         69    47.9 (39.6 -- 56.4)
  Counselling service               63    43.8 (35.6 -- 52.3)
  General practitioner              56    38.9 (31 -- 47.4)
  Support group                     31    21.7 (15.4 -- 29.5)
  Other ^b^                         7     7.6 (3.4 -- 15.6)
  No help from health service ^c^   15    10.7 (6.3 -- 17.3)

###### 

**Table 3**  Help-seeking intentions and actual help-seeking among highly distressed participants (n = 44).

                                    n    Intentions to seek help, % participants (95% CI) ^a^   n    Actual help-seeking, % participants (95% CI) ^a^   p-value ^b^
  --------------------------------- ---- ------------------------------------------------------ ---- -------------------------------------------------- -------------
  Formal (health service)                                                                                                                               
  Gynecologist                      21   51.2 (35.4 -- 66.8)                                    22   51.2 (35.7 -- 66.4)                                0.804
  Psychologist/psychiatrist         26   61.9 (45.7 -- 76)                                      21   48.8 (33.6 -- 64.3)                                0.210
  Counselling service               23   54.8 (38.8 -- 69.8)                                    15   35.7 (22 -- 52)                                    0.065
  General practitioner              21   50 (35.5 -- 64.5)                                      17   40.5 (26 -- 56.7)                                  0.388
  Support group                     14   33.3 (20 -- 49.6)                                      6    14.3 (5.9 -- 29.2)                                 0.039\*
  Other                             2    7.1 (1.2 -- 25.0)                                      5    14.7 (5.5 -- 31.8)                                 0.688
  No help from health service ^c^   5    12.5 (4.7 -- 27.6)                                     10   23.8 (12.6 -- 39.8)                                0.289

Associations between sociodemographic characteristics and help-seeking
----------------------------------------------------------------------

Results of the logistic regression models exploring the associations between womenʼs sociodemographic characteristics and help-seeking intentions are presented in [Table 4](#TB5557971-4){ref-type="table"} . Older women were less likely to seek help from a gynecologist (OR: 0.92, 95% CI: 0.85 -- 0.99), a support group (OR: 0.88, 95% CI: 0.79 -- 0.97) or the internet (OR: 0.93, 95% CI: 0.86 -- 0.99). Women with low income, or who had a religious affiliation were less likely to seek help from a gynecologist (OR: 0.31, 95% CI: 0.12 -- 0.75 and OR: 0.37, 95% CI: 0.15 -- 0.83, respectively), while women residing in a rural reported higher intentions to contact a gynecologist (OR: 2.36, 95% CI: 1.14 -- 5.02).

###### 

**Table 4**  Associations between sociodemographic variables and help-seeking intentions.

                          Gynecologist ^a^        Counselling service ^a^   Psychologist/ psychiatrist ^a^   General practitioner ^a^   Support group ^b^       Internet ^b^
  ----------------------- ----------------------- ------------------------- -------------------------------- -------------------------- ----------------------- -----------------------
  Model                   OR (95% CI)             OR (95% CI)               OR (95% CI)                      OR (95% CI)                OR (95% CI)             OR (95% CI)
  Time since TOPFA        0.99 (0.82 -- 1.2)      0.91 (0.75 -- 1.09)       1.17 (0.98 -- 1.41)              1.16 (0.96 -- 1.4)         1.25 (0.99 -- 1.59)     0.93 (0.77 -- 1.13)
  Age at TOPFA            0.92 (0.85 -- 0.99)\*   0.97 (0.9 -- 1.03)        1.01 (0.94 -- 1.08)              1.02 (0.95 -- 1.1)         0.88 (0.79 -- 0.97)\*   0.93 (0.86 -- 0.99)\*
  Education, ≥ 12 years   0.76 (0.35 -- 1.67)     0.69 (0.33 -- 1.43)       1.75 (0.84 -- 3.7)               0.73 (0.35 -- 1.54)        0.52 (0.21 -- 1.28)     1.14 (0.53 -- 2.43)
  Income, low             0.31 (0.12 -- 0.75)\*   0.96 (0.43 -- 2.12)       1.21 (0.54 -- 2.71)              0.71 (0.3 -- 1.62)         0.92 (0.32 -- 2.42)     0.69 (0.3 -- 1.58)
  Region, rural           2.36 (1.14 -- 5.02)\*   0.97 (0.48 -- 1.93)       1.16 (0.58 -- 2.32)              1.11 (0.55 -- 2.23)        2.04 (0.85 -- 5.03)     1.16 (0.57 -- 2.38)
  Religion, yes           0.37 (0.15 -- 0.83)\*   0.88 (0.4 -- 1.93)        1.15 (0.53 -- 2.5)               0.66 (0.28 -- 1.48)        0.55 (0.16 -- 1.57)     1.15 (0.51 -- 2.65)

Discussion
==========

There is a lack of studies on womenʼs help-seeking intentions and behavior for emotional problems in the aftermath of an abortion after diagnosis of fetal anomaly. In the present study, women were most likely to seek help from significant others or the internet, although the majority indicated that they would seek help from some health service. Gynecologists were the preferred health care providers for discussing potential emotional problems. Acceptance of psychologists and counseling services was also relatively high, while intentions to seek help from support groups was considerably lower. Age, income, region, and religion predicted help-seeking intentions. Long-term follow-up screening of women who have had an abortion after diagnosis of fetal anomaly appears appropriate, as about one-third of the women in this sample reported elevated levels of psychological distress 1 -- 7 years after the event.

Results of this study suggest that gynecologists are important for the management of mental health care in the aftermath of an abortion after diagnosis of fetal anomaly. Fifty percent of all women in this study reported that they would seek help from a gynecologist in case of emotional problems, and about the same proportion of participants who experienced elevated levels of current distress had actually made such a contact. This implies that gynecologists should be prepared for delivering mental health care for affected women, especially in rural areas. The curriculum of the training for specialists in the field of gynecology and obstetrics in Germany includes courses on issues of womenʼs mental health [@R5557971-24] . However, it remains unclear whether obstetricians/gynecologists feel confident in their ability to manage the complex emotional implications of the diagnosis of a fetal anomaly and the subsequent decision for an abortion. Lafarge et al. have argued that womenʼs experience of loss in the context of an abortion after diagnosis of fetal anomaly neither fits common clinical and social paradigms of bereavement nor abortion, which can isolate women in their grief and complicate adaption to the loss [@R5557971-3] . Providing gynecologists with additional information on the specific bereavement situation of women who have had an abortion after diagnosis of fetal anomaly might increase their capabilities to provide sensitive care for affected women.

Women in this study were generally inclined to contact a healthcare provider for emotional problems, including mental health professionals like psychologists/psychiatrists (47.9%) or counseling services (43.8%). The proportions of women intending to seek help from a health service and of those who had actually sought help were also largely comparable among participants reporting elevated levels of psychological distress. These findings are in contrast to study results by Ramdaney et al. [@R5557971-12] , who found that only small proportions of women intended to seek help from mental health professionals following their abortion after diagnosis of fetal anomaly. Discrepant findings might be related to different time points of assessment. Women did not participate in this study at the time of their abortion procedure (as in Ramdaney et al. [@R5557971-12] ), but at least one year post-procedure. Thus, women in this study may have had more time to process the initial shock of their pregnancy loss and re-evaluate their support needs as well as help-seeking intentions. However, our findings also point to potential barriers to help-seeking in the aftermath of an abortion after diagnosis of fetal anomaly. About one-quarter (23.8%) of women who reported elevated levels of psychological distress had not discussed their emotional problems with a health service ever. Additionally, we do not know whether contact with a health service also led to the appropriate treatment. Only 15.9% of women who experienced high distress received psychotherapeutic or psychiatric treatment at the time of assessment. More research on barriers to help-seeking in the context of abortions after diagnosis of fetal anomaly is needed, but lacking resources in the healthcare sector and stigma attached to abortion and mental health issues might impair help-seeking [@R5557971-3] ,  [@R5557971-25] ,  [@R5557971-26] ,  [@R5557971-27] .

Gaps in immediate as well as long-term care delivery might also be related to the lack of evidence-based care protocols for providing psychological support for women in the aftermath of an abortion after diagnosis of fetal anomaly. In light of womenʼs changing needs for support over time and their perceived lack of aftercare [@R5557971-3] ,  [@R5557971-12] , continuity of care should at least be offered in some way. It should be mentioned that also women who have experienced other pregnancy complications such as a pre-term birth have voiced a need for psychological support [@R5557971-28] . Planned follow-up visits as well as ongoing screening of women in primary gynecological care, including diagnostic assessment and referral to mental health specialists if indicated could increase the likelihood that women receive appropriate support. Women from low-income settings as well as older or religious women may require specific attention in primary gynecological care, as they were less likely to contact a gynecologist in case of emotional problems in our study. Organizing obstetric management of prenatal diagnosis and related abortions in specialized health care centers and referral of these patients to interdisciplinary teams might be another effective strategy to address gaps in care delivery during and after the procedure. Larger perinatal centers have the infrastructure allowing for the implementation of collaborative care models that integrate screening and prompt on-site referral to mental health care professionals. Care models for depression management in obstetric/gynecological clinics based on such collaborative approaches have been shown to improve womenʼs psychological outcomes, treatment adherence, and satisfaction with care [@R5557971-29] .

Support groups for women/parents who have experienced an abortion after diagnosis of fetal anomaly have received favorable reviews from attendees [@R5557971-30] , but only 21.7% of women in this study intended to seek help from a support group. Moreover, in the subgroup of women experiencing psychological distress, fewer women had actually contacted a support group (14.3%), compared to the number of women who indicated that they would make such a contact (33.3%). Korenromp et al. [@R5557971-13] have made similar observations, which points to a potential gap between womenʼs needs and the availability of support groups. However, more research on womenʼs underlying reasons for not seeking help from support groups is warranted. Promoting support groups as an additional means of emotional support and establishing contact if wished, specifically among older women, might raise awareness and utilization of this option. Our study also identified a large potential for offering online support, as 62.2% of participants stated that they would seek help on the internet. Internet interventions have become increasingly popular and are available for bereavement populations [@R5557971-31] ,  [@R5557971-32] . Online support/discussion groups may be appealing for women who have had an abortion after diagnosis of fetal anomaly as they provide a sense of anonymity when sharing sensitive health matters. However, research indicates that women seek advice mostly from unmoderated pregnancy or pregnancy loss-related internet sites lacking evidence-based information [@R5557971-33] . Health professionals thus have an important role in guiding womenʼs use and evaluation of different online resources [@R5557971-34] .

Results of this study need to be interpreted in light of its limitations. The generalizability of results is limited as this study took place in one large clinic in eastern Germany and had a response rate of 46.5%. It is possible that the support needs and experiences of non-responders differed from those of study participants, for example due to stigma associated with help-seeking. Relatedly, study participation was only possible for women with sufficient knowledge of the German language. While the dichotomization of responses to the items of the GHSQ facilitated interpretation and comparison of results, it might have artificially reduced complexity underlying womenʼs intentions to seek help. The instruments used to assess current psychological distress do further not allow for a clinical diagnosis. Hence, the number of women who are in need of treatment according to diagnostic systems may not be accurately reflected by study results. Participantsʼ accounts of previously contacted help sources may have been influenced by recall bias. Lastly, the queried help-sources focused largely on health professionals and were rather unspecific with regard to voluntary or non-state funded services (e.g., religious counselors). Thus, help sources in our study may have not adequately represented the whole range of possible help sources, although participants had the opportunity to indicate additional help sources as free text response.

Since gynecologists are among the most preferred health professionals for women to discuss emotional problems experienced in the aftermath of an abortion after diagnosis of fetal anomaly, these providers should be actively involved in the mental health care of affected women. This might require additional education in dealing with the specific psychological circumstances involved in the diagnosis of a fetal anomaly and the associated decision to terminate the pregnancy. Routine screening and referral of women could facilitate detection and treatment uptake also for women who are less likely to seek help. Longitudinal research is needed to understand womenʼs changing needs for support over time. Further research is also warranted to specify barriers to help-seeking and to develop evidence-based care models ensuring long-term psychological support for women in the aftermath of the event.
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